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IHP  POLICY  IS  MODIFIED 

THE  DEFINITION  OF  THE  CORE  IHP  TEAM  HAS 
BEEN  FORMALLY  MODIFIED  TO  INCLUDE  THE  CLI- 
ENT ADVOCATE.   THE  REVISED  POLICY  READS: 

"EACH  IHP  SHALL  BE  DEVELOPED  BY  A  TEAM  OF 
PERSONS  KNOW  AS  THE  HABILITATION  PLAN- 
NING TEAM  (HPT).   THE  CORE  HPT  SHALL  BE 
MINIMALLY  COMPRISED  OF: 

1)  THE  CLIENT 

2)  THE  CLIENT  ADVOCATE 

3)  THE  CASE  MANAGER 

1)  AT  LEAST  ONE  PERSON  FROM  THE  CLIENT'S 
RESIDENCE 

A.  PARENT,  IF  LIVING  IN  NATURAL  OR 
FOSTER  HOME 

B.  GROUP  HOME  TRAINER,  IF  LIVING 
IN  GROUP  HOME 

C.  OTHER  RESPONSIBLE  PERSON,  IF 
LIVING  IN  AN  ALTERNATIVE  TYPE 
OF  SUPERVISED  SETTING 

5)  AT  LEAST  ONE  PERSON  WHO  WORKS  DIR- 
ECTLY WITH  THE  CLIENT  FROM  EACH  DAY 
PROGRAM  IN  WHICH  THE  CLIENT  PARTICI- 
PATES 

6)  PROFESSIONAL  PERSON  OR  A  DESIGNEE 
FROM  THE  INSTITUTION  OF  ORIGIN  (IF 
CLIENT  HAS  NOT  YET  BEEN  FORMALLY 

discharged)  STATE  DOCUMENTS 

7)  A  developmental  disabilities  divi- 
sion STAFF  MEMBER.  __ 

FEB     6 


IF  YOU  HAVE  NOT  YET  RECEIVED  COPIES  OF 
THE  REVISIONS  OR  OF  THE  IHP  MANUAL,  CON- 
TACT THE  BIG  SKY  BEHAVIORIST. 

UAF  IS  PROPOSED 

by  Gary  D.  Meyers, 

Program  Manager  for 
Special  Projects 

The  Montana  University  Affiliated 
Facility  (UAF)  Feasibility  Study 
Steering  Committee  invited  repre- 
sentatives of  higher  education  to 
a  meeting  in  Helena  on  January  19. 
Also  invited  were  representatives 
of  state  agencies.   The  purpose  of 
the  meeting  was  to  discuss  the 
development  of  a  UAF  for  the  devel- 
opmentally  disabled  in  Montana. 
Attendance  at  the  meeting  was  excel- 
lent with  representatives  from  the 
University  of  Montana,  Montana  State 
University,  Eastern  Montana  College, 
Northern  Montana  College,  DD  Divi- 
sion, Rehab  Services  Division,  Social 
Services  Bureau,  OSPI  and  the  state 
DDPAC  in  attendance.   Members  of  the 
Steering  Committee  are:   Dr.  L.A. 
Hamerlynck,  Administrator,  DDD  ;  Dr. 
Irving  E.  Dayton,  Deputy  Commission- 
er of  Higher  Education  for  Academic 
Affairs,  Mike  Muszkiewicz,  Training 
Coordinator,  DDD;   Gary  D.  Meyers, 
Program  Manager  for  Special  Projects; 
and  Dr.  John  Fitzpatrick,  Deputy 
Director  for  Planning,  Governor's 
Office  of  Budget  and  Program  Plan- 
ning 


The  meeting  was 
opened  by  Dr. 
Dayton 


MONTANA  STATE  LIBRART 

930  E  Lyndale  Ave. 

Helena,  Montana  59601 


w*~*smjnw 


who  welcomed   the  participants.      He 
was   followed  by  Dr.    Hamerlynck  who 
gave   a   slide  presentation   on  DD 
programs  and   deinstitutionaliza- 
tion   in  Montana. 


Dr.  Marvin  F 
the  Exceptio 
UAF  at  Utah 
gan,  Utah,  p 
presentation 
components  o 
Center  in  Lo 
also  the  aut 
bility  study 
ing  the  staf 
paring  Monta 
forthcoming 


ifield,    Director  of 
nal   Child  Center,    a 
State  University,    Lo- 
resented   a   slide/tape 

on   the  programs   and 
f   the  Exceptional   Child 
gan.      Dr.    Fifield    is 
hor   of    the  UAF   feasi- 

manual    and   is  direct- 
f   work   involved    in  pre- 
na's   study   and   the 
grant   application. 


The   proposed   organization   and   goals 
of    the  Montana   UAF  were   discussed 
by  members   of    the   steering   commit- 
tee.     The  main   activities  of    the 
UAF   will   be   program  development 
and   research,    education   and   train- 
ing of   DD  professionals,    and   con- 
sultation  and   technical    assistance 
to   service  providing   agencies. 

The  Montana  UAF  plans   to  draw   its 
resources    from  existing   programs 
in   Montana.      The   education   and 
training   component   will   work  with 
existing   professionals   and   under- 
graduates  through    in-service 
courses,    practicums   and  workshops. 
Outreach    in   the   areas   of   program 
development   and   evaluation,    pro- 
gram  management,    parent    training, 
and    information   and   referral   will 
also   be   a  major   component.      Al- 
though one  unit   of   the  University 
System  will    be   designated   as    the 
lead   unit,    all    institutions  will 
participate    in   the  program   as   sites 
for  development,    research,    educa- 
tion  and   service  model   demonstra- 
tion.     The  UAF  will   have   a  Policy 
Board   made   up   of  members  of   partic- 
ipating  educational    institutions, 
the  Commissioner's  Office,    Gover- 
nor's Office   and  participating 
state    agencies.      The   Montana   DDPAC 
will    serve   as    the  Advisory  Council 
to   the  UAF  Policy  Board. 

The   afternoon  of    the  meeting   was 
devoted    to   small   group  discussions 
on   the  resources   available   to   sup- 


port   a   UAF   and   on  general   questions 
concerning   the  programs,    resources 
and   administration   of   such   a  proj- 
ect. 

Information    is   now  being   prepared 
to  document    the   needs   and   resources 
of  Montana   for   the  development   of 
the   final   proposal    and  grant   appli- 
cation.     The  process  will   be   com- 
pleted   in   early  June,    submitted   to 
federal   DDO ,    and   hopefully   funded 
by  October    1,    1978.      The   expected 
core   support   grant   will   be   in   the 
aeighborhood  of   $150,000. 


EDITORS'   NOTE 

[For    some   time   now  Montana's   community 
programs   have   been   concerned  with   pro- 
viding   living   situations   and    training   to 
developmental ly   disabled   persons  which 
represent    the   "least    restrictive  alter- 
native." 

We   recently   came  across   an    issue   of 
Educational    Rights   of   Handicapped   Chil- 
dren   (Vol.    I,    No.    5)    copyrighted   by   Reed 
Martin    (who  has   given   us   permission    to 
reprint    the   following   article).       It   ad- 
dresses  the    implications   of   federal    law 
and   court    rul ings.] 

LEAST  RESTRICTIVE  ALTERNATIVE 

Services    to   handicapped   children    in 
schools   and  other   programs   must   be   offer- 
ed   in    the   "least    restrictive   alternative.' 
This   definitely   contradicts    traditional 
practices    in   special    education.      For  many 
years,   when   a   student  was    identified   as 
in   need  of   special    help,    the   child  was 


• 


placed  in  a  separate  program,  and  perhaps 
even  in  a  separate  facility.   Wherever  the 
program  was  located,  it  was  probably  com- 
posed of  similarly  handicapped  students. 

End  Segregation 

Special  educators  and  others  have  now 
learned  that  it  is  not  the  best  way  to 
deal  with  every  handicapped  child.   There 
might  be  short-term  benefits  to  segrega- 
tion of  the  handicapped  (and  certainly  it 
might  be  easier  for  administrators)  but 
the  long-term  problems  are  now  apparent. 
The  recent  case  of  Hairston  v.    Drosick, 
423  F.  Supp.  180  (1976),  summarized  the 
problem: 

"A  child's  chance  in  this  soci- 
ety is  through  the  educational 
process.   A  major  goal  of  the 
educational  process  is  the  social- 
ization process  that  takes  place 
in  the  regular  classroom,  with 
the  resulting  capability  to 
interact  in  a  social  way  with 
one's  peers.   It  is  therefore 
imperative  that  every  child  re- 
ceive an  education  with  his  or 
her  peers  insofar  as  it  is  at 
all  possible  ...  [Placement  of 
children  in  abnormal  environ- 
ments outside  of  peer  situations 
imposes  additional  psychologi- 
cal and  emotional  handicaps  up- 
on children  which,  added  to 
their  existing  handicaps,  causes 
them  greater  difficulties  in 
future  life." 

Thus  to  prevent  handicapped  children  from 
becoming  socially  handicapped  after  the 
school  experience  is  over,  there  must  be 
Interaction  with  the  non-handicapped  dur- 
ing the  school  years. 

Courts  and  legislative  bodies  have  begun 
to  recognize  that  the  least  restrictive 
alternative  not  only  makes  educational 
sense  but  also  that  it  is  the  child's 
right.   In  Brown  v.  Board  of  Education, 
347  U.S.  483  (1954),  the  U.S.  Supreme 
Court  held  that  every  child  (in  that  case 
black  children)  had  a  constitutional 
right  to  be  in  the  mainstream  of  education. 
Other  Federal  courts  have  applied  this  rul- 
ing to  handicapped  children,  and  Congress, 
in  Public  Laws  93-380  and  94-142,  has  de- 
clared that  handicapped  children  must  be 
in  regular  classrooms  with  non-handicapped 


children  unless  there  is  a  legitimate  and 
compelling  educational  justification  for 
considering  some  alternative  placement. 

Special  education  is  restrictive 

Any  alternative  chosen  must  be  seen  as 
"restrictive."   It  would  change  the  way 
teachers,  family  and  peers  would  view  the 
child.   It  might  affect  the  opportunity 
for  the  child  to  interact  freely  with 
others.   And,  of  course,  a  mistaken  place- 
ment or  a  poor  program  could  injure  the 
child's  chances  to  be  self-supporting  and 
integrated  into  society.   Each  of  these 
would  "restrict"  the  child. 

A  child  has  a  right  to  be  free  of  such 
restrictions  under  the  Constitution  un- 
less due  process  of  law  is  followed.   And 
courts  have  held  that  due  process  re- 
quires that  in  employing  restrictions  the 
least  drastic  method  must  be  attempted 
first.   In  Shelton  v.    Tucker,    364  U.S. 
479  (I960),  the  Supreme  Court  stated: 

"Even  though  the  governmental  pur- 
pose be  legitimate  and  substantial, 
that  purpose  cannot  be  pursued  by 
means  that  broadly  stifle  funda- 
mental personal  liberties  when  the 
end  can  be  more  narrowly  achieved. 
The  breadth  of  legislative  abridge- 
ment must  be  viewed  in  the  light  of 
less  drastic  means  for  achieving 
the  same  basic  purpose." 

Thus,  even  If  the  proposed  alternative  is 
the  proper  place  for  the  child  and  the 
best  place  to  offer  services,  the  child 
must  still  be  guaranteed  that  It  Is  the 
least  restrictive  alternative. 


Full  range  must  exist 


For  that  to  be  possi 
be  a  f ul 1  range  of  a 
tence.  P.L.  94-142 
(1)  the  regular  clas 
classroom  with  suppl 
vices  such  as  itiner 
a  resource  room  for 
and  the  regular  clas 
academic  and  non-aca 
fu) 1  time  in  a  speci 
school  that  would  be 
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special  school  as  cl 
ble;  and  (6)  educati 
non-school  setting  s 


ble,  there  must  first 
lternatives  in  exis- 
requires  as  a  minimum: 
sroom;  (2)  the  regular 
emental  aids  and  ser- 
ant  instruction;  (3) 
certain  activities 
sroom  for  all  other 
idemic  activities;  (4) 
al  class  held  in  the 
attended  i  f  the  chi Id 
(5)placement  in  a 
ose  to  home  as  possi- 
onal  services  in  a 
uch  as  home,  hospital 


or  institution. 

Where  less  than  that  range  exists,  the 
child  might  wrongfully  be  placed  in  an 
alternative  merely  because  that  is  what 
is  available.   For  example,  some  schools 
offer  no  in-school  alternatives  for  emo- 
tionally disturbed  children  and  routinely 
refer  them  for  residential  placement. 
Schools  must  now  operate  all  reasonable 
alternatives. 

Lack  of  funds  is  no  excuse 

Many  Federal  courts  have  been  asked  to 
rule  about  children  placed  in  settings 
which  are  unduly  restrictive.   Invariably 
the  defendant's  argument  is  that  is  costs 
too  much  money  to  set  up  a  range  of  alter- 
natives.  Federal  courts  consistently  ig- 
nore that  plea  as  any  justification  to 
deny  individual  rights  to  service  in  the 
least  restrictive  setting,  and  usually 
order  the  creation  of  other  alternatives. 
One  recent  decision,  J.L.    v.   Parhan,    ^12 
F.  Supp.  112  (M.O.  Ga.  1976),  even  pointed 
out  that  the  creation  of  less  restrictive 
alternatives  was  not  only  constitutionally 
mandated  but  that  it  would  save  the  state 
money. 


Educational  Rights  of  Handicapped  Children 
is  a  service  of  the  Project  on  Law  and  Be- 
havior, under  the  direction  of  Reed  Martin, 
an  attorney  and  former  Senate  legislative 
aide.   Editorial  inquiries  should  be  ad- 
dressed to  Reed  Martin,  Project  on  Law  and 
Behavior,  24371!  University  Blvd.,  Houston, 
Texas  77005. 

Subscriptions  are  $15  annually  (six  issues) 
individual  issues  axe  $3  each.   Subscrip- 
tions and  other  business  inquiries  should 
be  addressed  to  the  publisher:   Research 
Press  Co. ,  c/o  Ms.  Susan  Pence,  2612  N. 
Mattis  Ave.,  Champaign,  Illinois   61820 


PROGRESS  THROUGH  ADVOCACY 

Vh.ogn.Ui  ThAough  Advocacy  is  a  pro- 
gram sponsored  by  Rocky  Mountain 
Development  Council  -in  Helena, 
Montana.     The  program  is  a  citizen 
advocacy  service  &or  the  develop- 
mentally  disabled  residents  o(, 
Boulder  ZiveA  School  and  Hospital 
and  Warm  Springs  State.  Hospiltal. 

The  citizen  advocates  will  be  vol- 
unteer frrom  the  communities  in 
the  surrounding  area.     The  project 
will  match  volunteer  with  client* 
on  an  individual  basis.     The  vol- 
unteer utili  compote  the  client' & 
habilitalion  plan  uiith  institution 
procedures  to  insure  the  client  is 
receiving  the  best  possible  treat- 
ment.     Montana  law  Keo_uin.es  that 
these  sen.vic.es  be  neceived  accond- 
ing  to  the  habilitation  plan  and 
in  the  least  restrictive  environ- 
ment.    The  citizen  advocate  will 
work  to  assure  the  resident  oi  the 
institution  that  his  on  hen.  human 
and  legal  nights  one  being  protect- 
ed by  the  institution. 

Many  developmentally  disabled  per- 
sons cannot  articulate  their  own 
interests.     The  citizen  advocates 
represent  the  interests  oi  their 
clients.     The  advocate  helps  the 
client  receive  services  when  those 
services  are  not  provided. 
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The  advocate  looks  at  the  world  through 
the  eyes  0&  the  disabled  person.     The  ad- 
vocate develops  a  rapport  with  profes- 
sionals and  service  providers  and  ejects 
change  when  change  is  needed. 

Progress  Through  Advocacy  is  part  0&  the 
state-wide  developmental  disabilities  ad- 
vocacy system.     federal  legislation  man- 
dates that  states  create  state-wide  ad- 
vocacy networks  by  October  J,    1977,   £or 
developmentally  disabled  persons.     Prog- 
ress Through  Advocacy  is  an  attempt  to 
develop  a  grass  roots  citizen  advocacy 
netxaork  which  will  encourage  and  promote 
a  more  responsive  government  to  meet  the 
needs  o <J  the  developmentally  disabled 
residents  o^  our  institutions. 

Rocky  Mountain  Development  Council  is 
seeking  volunteers  who  will  commit  them- 
selves to  the  interests  oi  a  disabled 


individual  at  one  oh  oun.  6tate  in&titu- 
tLoni.     li  you  an.e  inteAe&ted  in  becoming 
an  advocate  on.  would  like,  mole  infama- 
tion  concerning  advocacy,  umite  ok  call'- 

Roge*  Ma 

Rocky  Mountain  Ve.velopme.nt 

Council. 
P.  0.   Box  721 
Helena,  Montana    59601 

1406)   442-1552 


HEAD  OF  STATE  DD  ADVOCACY  PROGRAM 
ANNOUNCED 

Appointment  of  Margaret  Ulvestad  of 
Minneapolis  as  Executive  Director  of  the 
Developmental  Disabilities/Montana  Ad- 
vocacy Program,  Inc.  (DD/W\P)  was  an- 
nounced Wednesday,  November  30. 

Ms.  Ulvestad,  32,  is  a  native  of  Man- 
kato,  Minnesota.  She  graduated  from 
Mankato  Hi^h  School  in  1963  and  subse- 
quently attended  St.  Olaf  College,  North- 
field,  Minnesota.  She  graduated  from 
Mankato  State  College  in  1968  with  a  BA 
in  political  science  and  sociology. 

Ms.  Ulvestad  has  received  advanced  train- 
ing in  advocacy  for  persons  with  develop- 
mental disabilities.  From  1973  to  1976 
she  was  Executive  Director  of  a  special- 
ized advocacy  and  service  program  for  re- 
tarded citizens  of  a  poverty  area  of 
South  Minneapolis.  At  present,  Ms. 
Ulvestad  is  a  consultant  for  a  new  pro- 
gram for  developmentally  disabled  of- 
fenders. 

The  Montana  Advocacy  Program,  which  Ms. 
Ulvestad  will  operate  from  a  Helena 
office,  is  a  new  federally  funded  ser- 
vice to  developmentally  disabled  persons 
in  Montana.  Developmental  disabilities 
is  defined  in  federal  and  state  law  as 


one  or  more  conditions  of  mental  retar- 
dation, epilepsy,  cerebral  palsy  or  au- 
tism, which  affects  a  person  so  severely 
as  to  interfere  with  normal  educational, 
employment  or  social  functioning.  The 
Montana  Advocacy  Program  will  undertake 
to  coordinate  a  statewide  system  of  ad- 
vocacy involving  components  at  the  state, 
regional  and  local  levels.  The  purpose 
of  advocacy  will  be  to  assure  rights, 
opportunities  and  services  for  develop- 
mentally  disabled  persons. 


DEPARTMENT  OF  LABOR  REPORTS  ONI 
WORKSHOPS 

A  DEPARTMENT  OF  LABOR  STUDY  INDICATES  THAT 
12  PERCENT  OF  THE  HANDICAPPED  POPULATION 
OF  THE  NATION'S  SHELTERED  WORKSHOPS  MOVED 
INTO  COMPETITIVE  EMPLOYMENT  DURING  1973. 

ENTITLED  "A  NATIONWIDE  REPORT  ON  SHELTERED 
WORKSHOPS  AND  THEIR  EMPLOYMENT  OF  HANDI- 
CAPPED INDIVIDUALS,"  THE  REPORT  DREW  ITS 
CONCLUSIONS  FROM  DATA  COLLECTED  FROM  2,530 
WORKSHOPS  IN  1973- 

MENTALLY  RETARDED  CLIENTS  REPRESENTED  THE 
LARGEST  DISABILITY  GROUP  IN  THE  THREE 
TYPES  OF  PROGRAMS  STUDIED.   THE  PERCENT  OF 
MENTALLY  RETARDED  CLIENTS  RANGED  FROM  30 
PERCENT  IN  "REGULAR"  WORKSHOPS  TO  50  PER- 
CENT IN  TRAINING  AND/OR  EVALUATION  PROGRAMS 
AND  75  PERCENT  IN  WORK  ACT  I VI T>  CENTERS. 

FURTHER,  THE  STUDY  INDICATED  THREE  MAJOR 
SOURCES  OF  FUNDING  FOR  THESE  PROGRAMS. 
WORK  PROGRAM  INCOME  (MAJOR  SOURCE  OF 
REGULAR  WORKSHOPS),  FEE  INCOME  (MAJOR 
SOURCE  OF  TRAINING/EVALUA- 
TION PROGRAMS)  AND  SUB- 
SIDY INCOME  (MAJOR 
SOURCE  OF  WORK  ACTIV- 
ITY CENTERS). 


INTERESTINGLY,  PRIVATE  WORKSHOPS  MADE  UP 
75  PERCENT  OF  ALL  PROGRAMS  AND  HAVE 
TWICE  THE  INCOME  OF  PUBLICLY  OPERATED 
WORKSHOPS  WHILE  THERE  WAS  NO  SIGNIFICANT 
DIFFERENCE  IN  THE  NUMBER  OF  CLIENTS  SERVED. 

ALSO,  WAGES  HAVE  NOT  SIGNIFICANTLY  RISEN 


SINCE  1968  WHILE  THE  POPULATION  HAS  bHlM- 
ED  FROM  MODERATELY  HANDICAPPED  TO  SEVERE- 
LY HANDICAPPED. 

A  FINAL  INTERESTING  STATISTIC:  IN  1948 
THERE  WERE  ONLY  85  CERTIFIED  WORKSHOPS, 
IN  1976  THERE  WERE  NEARLY  3,000. 


BEHAVIOR  MODIFICATION  -  HOW  MUCH  SHOULD  WE  REGULATE? 

The  publication  in  1976  of  M.R.  Research—Guidelines  for  the  Use  of  Behavioral  Procedures  in 
State  Programs  for  Retarded  Persons  (i.e.,  the  Florida  or  NARC  Guidelines)  was  a  noteworthy 
event.  The  guidelines  were  applauded  by  some,  scorned  by  others,  but  their  appearance  was 
definitely  noticed. 

Two  reactions  to  the  guidelines  were  published  in  the  fall  issue  of  the  Journal  of  Applied 
Behavior  Analysis.  Thomas  Sajwaj  considers  some  kind  of  guidelines  a  necessary  reference 
for  behavior  modifiers  and  the  Florida  Guidelines,  in  particular,  an  "excellent  effort" 
toward  that  end.  Stephanie  Stolz,  on  the  other  hand,  objects  to  the  presence  of  any  set  of 
guidelines  specifically  for  behavioral  procedures  and  argues  that  regulation  of  behavior 
modification  is  tantamount  to  Its  demise. 

It  should  be  made  clear  that  the  Florida  Guidelines  did  not  create  this  controversy.  Be- 
cause those  guidelines  happen  to  be  inexpensive,  readily  available,  well -publicized  and 
familiar  to  many  people  (unlike  most  previous  efforts),  they  have  provided  a  framework  for 
a  controversy  which  already  existed.  Should  behavior  modification  be  regulated  by  guide- 
lines? 

Thomas  Sajwaj  feels  that  regulation  of  behavior  modification  is  essential.  He  states,  "As 
with  any  new  and  rapidly  growing  social  enterprise,  errors  of  professional  judgment  have 

occurred  and  serious  abuses  have  been  alleged Accordingly,  guidelines  have  begun  to 

appear  that  define  and  regulate  the  use  of  techniques  that  supposedly  control  and  modify 
human  behavior"  (p.  531).  Sajwaj  maintains  that  guidelines  can  serve  both  clients  and 
practitioners.  Guidelines,  in  his  opinion,  protect  clients  from  potential  abuse  and  pro- 
tect conscientious  practitioners  from  legal  prosecution  by  clarifying  muddy  issues. 

Stolz,  on  the  other  hand,  questions  the  value  of  employing  guidelines  exclusively  with  be- 
havior modification  while  other  psychological  interventions  are  exempt.  She  suggests  that 
the  decisions  made  as  a  part  of  therapy  (e.g.,  what  goal  to  establish,  which  technique  to 
employ  to  achieve  that  goal)  have  important  ethical  and  legal  ramifications  regardless  of 
the  therapist's  orientation.  Differential  guidelines,  in  Stolz1  opinion,  will  not  neces- 
sarily result  1n  client  protection  and  benefit.  In  an  institution  which  regulates  behav- 
ior modification  but  has  no  specific  guidelines  for  other  modes  of  intervention,  Stolz 
speculates  that  staff  will  make  choices  of  intervention  strategies  based  upon  administra- 
tive simplicity  (number  of  review  boards  required,  etc.).  A  less  effective  strategy  might 
then  be  selected  because  its  Implementation  requires  surmounting  fewer  obstacles. 

Despite  the  fact  that  Sajwaj  favors  the  use  of  guidelines,  he  feels  that  even  excellent 
guidelines  can  pose  problems.  For  instance,  he  notes  that  the  authors  of  the  Florida 
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Guidelines  do  not  always  distinguish  clearly  between  what  they  present  as  established  fact 
and  what  they  present  as  considered  opinion.  With  respect  to  the  technique  of  overcorrec- 
tion, for  example,  Sajwaj  points  out  that  the  guidelines  suggest  "...the  practice  of  the 
appropriate  topography  of  behavior  is  critical  to  the  effectiveness  of  overcorrection"  (p. 
533).  Sajwaj  maintains  that  the  preceding  statement  is  a  considered  opinion,  but  cautions 
that  some  readers  of  the  guidelines  may  unquestioningly  accept  the  suggestion  as  scientific 
fact.  Similarly,  because  the  guidelines  include  very  detailed  descriptions  of  each  tech- 
nique, Sajwaj  feels  that  conformity  among  practitioners  may  be  promoted  to  the  point  that 
it  conflicts  with  healthy  experimentation. 

The  issue  is  not  whether  behavior  modification  should  be  totally  unmonitored.  Stolz  feels 
the  existing  policies  of  the  American  Psychological  Association  (e.g.,  Revised  Ethical 
Standards  of  Psychologists')  which  apply  equally  to  all  psychological  interventions  pro- 
vide adequate  control.  She  also  recommends  universal  adoption  of  the  "checklists  of  is- 
sues" developed  by  the  Association  for  Advancement  of  Behavior  Therapy.  Again,  those 
checklists  would  be  applicable  to  all  psychological  endeavors,  not  specifically  to  those 
based  on  a  behavioristic  approach. 

Should  behavior  modification  be  regulated  by  specific  guidelines?  Will  those  guidelines 
serve  to  protect  clients  and  practitioners  to  an  extent  that  general  policy  statements  can- 
not? Or  will  they  contribute  excess  baggage  to  an  already  clumsy  bureaucracy  thereby  stif- 
ling legitimate  professional  activities?  We  would  very  much  like  to  hear  what  BSB_  readers 
think  about  this  increasingly  important  issue. 

Other  existing  regulatory  policies  mentioned  by  Stolz  are:  Standards  for  Providers  of 
of  Psychological  Services  (APA,  1974b),  a  statement  on  psychology  as  a  profession  (APA, 
1968),  Ethical  Principles  in  the  Conduct  of  Research  with  Human  Participants  (APA,  1973) 
and  the  Standards  for  Educational  and  Psychological  Tests  (APA,  1974a). 

Sajwaj,  Thomas.  Issues  and  implications  of  establishing  guidelines  for  the  use  of  behav- 
ioral techniques.  Journal  of  Applied  Behavior  Analysis,  1977,  H),  531-540. 

Stolz,  Stephanie  B.  Why  no  guidelines  for  behavior  modification?  Journal  of  Applied 
Behavior  Analysis,  1977,  10,  514-548. 

The  Research  Advisory  Committee,  NARC  Research  and  Demonstration  Institute.  M.R.  Research  -- 

Guidelines  for  the  Use  of  Behavioral  Procedures  in  State  Programs  for  Retarded  Persons, 
T97_ 

[Edcto>L'i  note:     Cop-tea  o{  the  f Zonula.  Guidelines  and  the  JABA  may  be  checked  out   £*om  the 
Training   Reiou/ice  and  Inhohmation  CenteA   (201  Eait  6th  Avenue,  Helena;  443-7090).     The 
Florida  Guidelines  may  alio  be  purchased  piom:     LuteAatixKe  Sale*  Clenk,   NARC,  2709  Avenue 
E.  hut,   MLington,   TX  76011   jon  $1.50.] 

EMPLOYERS  LOOK,  LISTEN -AND  CHANGE  THEIR  MINDS 


SEND  ME--FREE 

Anthony  Dingmin  of  Raleigh,  North  Carolina,  u  trying  to  do  something  to  change 

6     employer!'  attitude*  toward  hiring  workers  with  ditabilitiet-and  it  having  a  high  level  TO  SMOKE  OR  NOT  TO  SMOKE 

^     of  success.  His  formula  is  simple  and  direct.  It  consists  of  (1)  a  leries  of  slides  showing  Full    color    filtnstriD 

n     the  living  and  work  experience  of  severely  handicapped  people  already  employed  in  a  Suitable   for   retarded 

variety  of  interetting  jobs  throughout  the  state.  The  realistic  approach  of  the  preaen-  adolescents.      Presents 

§—     tation  has  led  to  specific  job  openings  and  measurably  improved  attitudes  after  show-  -        "  .    "  , 

o     .       ,  .....         ,  .         ,  .  tacts   on  dangers  or 

>      ings  by  voc.  rehab,  counselors  to  chambers  of  commerce,  meetings  of  personnel  smokine   and    Its    effects 

«-     •     managers,  plant  supervisors  and  employment  officers,  (2)  talk  show  appearances  by  g,    frames      15  minutes 

5J     severely  handicapped  adults,  discussing  their  work,  interests  and  experiences,  (3)  dem-  only   cost:    return  pos- 

£—      onstrations  to  advertising  agencies  on  how  to  include  (without  specifically  mentioning  taee   and    insurance 

-  _-     the  disability)  positive  images  of  handicapped  people  in  TV  and  printed  advertising.  If  From:    American  Cancer 

g.  —      you  want  to  know  more  about  this  project,  write  to  Mr.  Duigmin  at  Placement  for  Society      777   Third 

Handicapped  People,  St.  Augustine's  College,  Raleigh,  North  Carolina  2761 1.  Avenue    *New  York     N  Y 
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MENTAL  RETARDATION: 

New  Facts  On  Prevention  And  Care 
Are  Opening  Frontiers  To  Learning 


The  1975  Legislature  voted  the  money  to  get  this 
program  —  mandated  by  a  concerned  citizenry  — 
started.  The  progress  during  the  interval  of  then  and 
now  has  been  so  remarkable  that  a  proposal  has  been 
made  to  Congress  for  the  establishment  of  a  National 
Institute  For  Families  of  the  Handicapped  —  inspired 
by  Montana's  outstanding  example  of  how  quickly 
changes  can  be  made  when  citizens,  their  govern- 
ment and  its  institutions,  combine  in  a  realistic  effort 
to  erase  the  causes  of  cynical  mistreatment  of  the  re- 
tarded and  adopt  a  vigorous  program  of  public  inter- 
vention, evaluation  and  training  for  them. 

Montana's  assault  on  cruel  and  outmoded 
caretaking  practices  for  the  mentally  retarded  has 
been  performed  through  legislative  action,  citizen 
advocacy,  the  dedication  of  social  rehabilitation 
workers  and  volunteers,  precedent-setting  court  de- 
cisions, and  a  workable  program  of  taking  people  out 
of  confinement  and  putting  them  bark  into  the  social 
and  economic  mainstream. 


Three  y. egj|BBOT»1*^BgU^n a rrv  reacting  to 
disgracef«Hrteafni^W5of"mentalli  retarded 
patients,  and  a  rash  of  deaths,  at  Boulder 
River  School  and  Hospital  and  at  Warm  Springs 
State  Hospital,  demanded  action  be  taken  to 
"deinstitutionalize"  the  patient  populations  by 
removing  mentally  handicapped  adults  and  children 
from  restrictive  custodial  care,  and  develop  more 
home-type  community  settings  for  them. 
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As  a  result,  Montana's  short-term  achievements 
have  become  a  model  for  other  states,  and  Montana 
has  earned  the  distinction  of  leading  the  nation  in  an 
enlightened  program  of  deinstitutionalization. 

In  this  first  of  two  articles  on  Montana's  con- 
tribution to  understanding  mental  retardation,  we 
have  reported  on  the  major  problems  of  educating 
the  public  to  what  mental  retardation  is,  the  principle 
causes,  and  how  they  may  be  prevented  or  treated. 

In  a  subsequent  article,  we  will  examine  the  his- 
tory of  deinstitutionalization  in  Montana,  and  what 
future  plans  are  for  identifying  and  doing  something 
positive  about  those  mentally  handicapped  children 
and  adults  who  are  still  confined,  and  those  who 
dwell  in  the  drifting  twilight  of  a  protective  family 
and  community,  and  who  represent  between  two  and 
three  percent  of  the  state's  population. 


"The  State  has  achieved 
national  recognition  for  its 
programs  of  identification, 
evaluation  and  training  of 
the  mentally  handicapped." 

How  often  have  you  seen  an  older  boy 
trudging  down  the  street  with  a 
vacant  stare  on  his  face,  walking  in  a 
jerky,  patient  shuffle?  If  you  say  "Hello" 
to  him,  he  may  stop,  look  shyly  at  you 
with  a  loose-lipped,  lopsided  grin.  And 
you  draw  back  because  you  know  he  is  de- 
fective. 

Or,  there  is  Sal  ly  who  may  have  been 
a  pretty  child  with  the  grace  and  lovli- 
ness  of  a  blossoming  flower  ripening  into 
the  maturity  of  womanhood,  but  her  ton- 
gue flaps  and  rolls  in  the  salivating  slope 
of  her  lips  when  she  struggles  to  form 
words  properly.  And  there  is  something 
about  her  eyes  that  is  not  right.  They 
cognate  an  immaturity  that  seems  in- 
congrous  and  indecent  with  her  fulsome 
breasts  and  her  plump  figure  of  an  older, 
heavier  teenager. 

There  is  George,  the  13-year  old  son 
of  a  friend,  who  is  "slow."  He  is  a  hand- 
some boy  who  looks  perfectly  normal,  ex- 
cept for  his  truculent  frown,  and  his  fre- 
quent tantrums. 

"George,"  his  mother  told  you,  "is 
trying  hard  But  I  really  don't  know  what 
to  do  with  him.  He  is  turning  his  sister 
into  a  nervous  wreck.  His  teacher  says  he 
needs  special  help.  He  is  behind  a  grade, 
you  know,  and  he's  troublesome,  but  I 
don't  want  to  put  him  in  one  of  those 
^.„-._s  and  I  can't  afford  a  special  school. 
The  doctor  says  there  may  be  something 
wrong  with  his  metabolism.  We  have  him 
on  coffee  now.  Oh.  I  know,  caffeine  is  a 
stimulant,  but  it  seems  to  calm  him 
down  " 

Less  Severe  Cases.  These  three 
children  are  examples  of  less  severe  cases 
of  mental  retardation.  Healthy  new 
babies  may  exhibit  some  of  the  infantile 
characteristics  of  these  kids,  but  they 
grow  out  of  them.  What  offends  our 
human  sensibilities  most  are  grotesque 
variations  on  the  traditional  human 
theme. 

Monsterism  and  idiocy  are  recurrent 
nightmares  of  the  human  race.  We  are 
repelled  by  distorted  images  of  ourselves, 
for  they  remind  us  of  our  perilous  grasp 
on  individual  dignity. 

Years  ago,  there  used  to  be  carnivals 
that  toured  the  country  and  exhibited 
two-headed  calves  suspended  in  a  jar  of 
alcohol  Crowds  would  pay  money  to  slip 
into  a  gloomy  tent  to  glimpse  at  these 
freaks  of  nature. 

In  those  days  medical  science  did  not 
know  too  much  about  gross  abnor- 
malities or  the  degrees  of  mental  retarda- 


tion It  has  only  been  in  the  past  two  de- 
cades that  many  of  the  causes  have  been 
discovered,  and  more  recently,  in  just  the 
past  five  years,  have  medical  and  social 
services  comhined  to  make  a  determined 
assault  on  prevention  of  the  causes,  and 
training  of  people  who  are  mentally 
handicapped  so  they  may,  at  least,  per- 
form simple  self-care  tasks. 

Public  Outcry.  Just  in  the  past 
three  years  or  so  has  Montana,  spurred 
by  a  public  outcry  over  scandalous  condi- 
tions in  its  institutions,  begun  a  diligent 
search  for  alternatives  to  locking  up 
mentally  handicapped  children  and 
adults  in  dead-end  places  where  their  iso- 
lation reduced  their  chances  of  becoming 
rehabilitated  to  a  better  future.  In  this 
brief  period,  the  state  has  achieved  na- 
tional recognition  for  its  program  of  iden- 
tification, evaluation  and  training  of  the 
mentally  handicapped. 

What  is  mental  retardation,  exactly? 
How  many  people  are  affected? 

One  definition  currently  in  use 
states  that:  Mental  retardation  is  a  con- 
dition, often  congenital,  in  which  normal 
development  fails  to  take  place  as  the  in- 
fant grows  older.  It  should  not  be  con- 
fused with  mental  illness,  which  is  a 
breakdown  of  normal  brain  functioning 

"What  offends  our  human 
sensibilities  most  are 
grotesque  variations  on  the 
traditional  human  theme." 


and  which  may  occur  at  almost  any  age  in 
previously  mentally  normal  people. 

An  imprecise  legal  description  that 
has  come  into  fashion  is  almost 
synonymous  with  the  one  of  mental  re- 
tardation. This  is  "Developmental  Disa- 
bility,"  which  has  been  applied  as  a  sort  of 
catch-all  to  distinguish  the  known  and 
suspected  forms  of  mental  handicaps. 
This  broader,  quasilegal  definition  de- 
scribes mental  retardation  as  "a  condi- 
tion which  has  continued,  or  can  be  ex- 
pected to  continue  indefinetly  and  which 
constitutes  a  substantial  handicap." 

Handicapped  Population.  The 
number  of  retarded  people  in  the  United 
States  is  unknown,  but  it  is  estimated  to 
be  six  million.  There  are  126,000  children 
born  every  year  (one  every  five  minutes) 
wHo  will  be  diagnosed  as  retarded. 

Montana's  mentally  retarded  popu- 
lation has  been  estimated  at  between 
7,500  and  23,000. 

The  statement  by  the  National 
Health  Education  Committee  that 
"Three -fourths  of  the  nation's  mentally 
retarded  are  to  be  found  in  isolated  and 
impoverished  urban  and  rural  slums," 
used  to  be  true  as  far  as  it  went  Now, 
however,  it  is  being  discovered  that 


socio-economic  factors  are  not  that  im- 
portant to  certain  of  the  statistics.  The 
facts  are  that  mental  retardation  hap- 
pens to  the  rich  and  the  poor  alike,  and 
there  is  no  reliable  breakdown  of  the  total 
number  of  persons  affected  by  age.  in- 
come, or  family  background. 

Many  undetected  mildly  retarded 
adults  manage  to  support  themselves 
modestly  and  work  and  play  on  the  edges 
of  community  life  even  though  they  may 
require  some  assistance  from  state  social 
rehabilitation  agencies.  A  substantial 
number  of  the  more  severely  retarded, 
who  cannot  work,  who  are  eligible  and 
require  assistance  from  state  and  local 
agencies,  are  passed  over  in  surveys  be- 
cause they  are  sheltered  from  high  visi- 
bility by  their  families. 

Identification  Problem.  For  these 
reasons,  and  others,  less  than  one-third  of 
the  estimated  six  million  retarded  people 
in  the  United  States  are  likely  to  be  iden- 
tified by  traditional  procedures.  They 
pass  their  lives  in  a  fog  of  mental  dol- 
drums, living  in  a  grey  zone  of  partial  re- 
ality. New  processes  of  identification  and 
evaluation  currently  being  studied  in 
Montana  may  change  this  state's  survey 
results  of  mentally  handicapped  people. 

One  of  the  major  reasons  for  the  dis- 
parity between  the  claimed  three  percent 
prevalency  rate  of  mentally  handicapped 
persons  in  the  population  (the  six  million 
Americans)  —  upon  which  such  organi- 
zations as  the  National  Association  of  Re- 
tarded Citizens  and  the  President's 
Committee  on  Mental  Retardation  base 
their  programs  and  project  services  —  is 
the  fact  that  many  retarded  persons  are 
in  institutions  where  they  are  labelled  as 
criminals  or  mentally  ill.  Only  about  ten 
percent  of  the  handicapped  actually  are 
in  institutions  devoted  to  care  for  them 
exclusively. 

Add  to  this  the  fact  that  most  mental 
retardation  originates  in  the  pre-school 
stage,  or  in  early  childhood,  and  that  af- 
fected pre-school  children  often  are  not 
identified  and  reported.  It  is  after  these 
children  enter  the  formal  learning  pro- 
cess that  their  difficulties  become  appar- 
ent, with  the  result  that  as  they  struggle 
poorly  through  successive  grade  levels 
they  become  more  visible  as  handicapped 
until  they  reach  late  adolescence.  It  is 
then,  when  compulsory  attendance  laws 
no  longer  apply,  permitting  them  to  drop 
out  of  school,  that  a  corresponding  de- 
cline in  reported  mental  retardation  oc- 
curs. Many  of  those  dropouts  do  now  show 
up  on  surveys  by  health,  education  and 
welfare  agencies. 

What  are  the  causes  of  mental  retar- 
dation? 

More  Than  100  Causes.  The  defini- 
tion popular  with  most  developmental 
disabilities  field  personnel  in  Montana, 
places  the  number  of  causes  at  more  than 
100.  Others  are  suspected,  but  many  still 
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"Only  about  ten  percent 
of  the  handicapped  actually 
are  in  institutions  devoted 
to  care  for  them  exclu- 
sively." 


remain  unknown.   Mental  retardation 
can  result  when  there  is: 

1  Lack  of  brain  development  before 
birth 

2  Incomplete  development,  or  de- 
struction of  tissues  of  the  central  nervous 
system. 

3.   Genetic-metabolic  disorders 
4     Certain   illnesses,   infections, 
glandular  disorders  during  pregnancy 

5.  Extraordinarily  prolonged  labor, 
pelvic  pressure,  hemorrhage  or  lack  of 
oxygen,  any  of  which  may  injure  a  baby's 
brain 

6.  Premature  birth  can  lead  to  men- 
tal retardation,  and,  or.  cerebral  palsy 

7.  Child  abuse  is  a  growing  con- 
tributor and  can  be  included  in  new  re- 
search which  points  to  severe  early  emo- 
tional deprivation  andother cultural  and 
emotional  factors  as  causes  of  mental  re- 
tardation 

8.  The  fetal  alcohol  syndrome  has 
emerged  as  one  of  the  major  causes,  one 
which  the  American  Medical  Society  on 
Alcoholism  has  warned  is  potentially  far 
more  dangerous  than  the  thalidomide 
drug  induced  misshapen  babies  of  the 
early  sixties^  - 

Unknown  Factors.  Only  about  15 
to  25  percent  of  all  cases  have  a  definite 
cause.  They  include  German  measles, 
during  the  first  trimester  of  pregnancy; 
cytogenic  disorders  such  as  Down's  syn- 
drome, encephalitis,  gargoylism,  hyper- 
thyroidism, syphilis;  jaundice,  due  to  the 
Rh  blood  factor  of  incompatibility,  now 
preventable  by  Rh-O  Immune  Globulin 
given  to  Rh  negative  mothers  after  deliv- 
ery or  miscarriage  of  an  Rh  positive  baby; 
toxemia,  as  a  result  of  carbon  monoxide 
and  lead  poisoning;  physical  trauma, 
such  as  automobile  accidents,  prenatal 
injury;  anoxia,  which  may  create  brain 
damage;  problems  in  the  delivery  pro- 
cess, and  metabolic  disorders  such  as 
PKU,  galactosemia,  and  maple  syrup 
disease,  which  result  from  improper 
amino  acid  chemistry,  or  improper  car- 
bohydrate breakdown  and  absorption. 

While  preventive  measures  have  re- 
duced the  percentage  risk  of  mentally 
handicapped  babies  through  immuniza- 
tions for  retardation  producing  diseases, 
laboratory  techniques  have  improved  de- 
tection of  congenital  errors  of 
metabolism,  techniques  to  monitor  high 
risk  conditions  of  pregnancy  have  fores- 
talled damage  to  the  newborn,  and  new 


climates  of  learning  for  infants  and  pre- 
schoolers, have  diminished  the  adverse 
effects  on  physical  and  emotional  depri- 
vation, the  frontiers  of  mental  retarda- 
tion have  yet  not  been  mapped 

Court  Philosophy.  The  going  is 
slow,  for  just  in  the  past  two  years  have 
Congressional  and  Supreme  Court  ac- 
tions pointed  an  unwavering  finger  to  the 
future  with  a  philosophy  that  has  been 
clearly  interpreted  to  say.  "If  mentally 
retarded  patients  are  dangerous  to  no  one 
and  they  can  live  safely  in  freedom,  then 
they  may  do  so,  and  states  do  not  have  the 
right  to  fence  in  harmless  people  solely  to 
save  other  citizens  from  exposure  to  those 
whose  ways  are  different  " 

The  mental  health  system  of  the  na- 
tion has  been  moving  toward  deins- 
titutionalization of  patients  for  several 
years,  on  the  humane  theory  that  keep- 
ing them  cooped  up  is  harmful  to  them, 
and,  because  of  the  stark  facts  of  medical 
care  costs  which  have  soared  sky  high 
Economics  and  humanity  have  gone 
hand  in  hand  The  minimum  cost  of  keep- 
ing a  retarded  person  as  a  resident  pa- 
tient, based  on  maintenance  expendi- 
tures of  public  institutions  for  the  men- 
tally retarded  exceeds  $5,000  per  resi- 
dent per  patient  year  And  this  figure  is 
grossly  inadequate  because  it  does  not  in- 
clude the  expenses  which  communities 
must  bear  to  serve  the  96  percent  of  the 
mentally  retarded  who  are  not  in  institu- 
tions The  total  financial  burden  is  m  the 
billions  of  dollars  annually 

"The  fetal  alcohol  syn- 
drome has  emerged  as  one 
of  the  major  causes  of  men- 
tal retardation,  potentially 
far  more  dangerous  than 
thalidomide  drug-induced 
misshapen  babies  of  the 
early  sixties." 

Prevention  Emphasis.  At  the  same 
time,  the  populations  of  institutions  for 
the  mentally  retarded  have  been  declin- 
ing, (as  in  the  case  of  Boulder  River 
School  and  Hospital  in  Montana'  there 
has  been  an  unequal  but  growing  em- 
phasis on  greater  prevention. 

"Prevention."  says  Gus  Ha  merly  nek, 
administrator  of  the  Developmental  Dis- 
abilities Division,  Social  Rehabilitation 
Services  of  Montana,  "is  the  only  long- 
term  solution  to  reduce  the  humane  and 
economic  burden  of  mental  retardation 

"In  Montana,  we  were  mandated  by 
the  1975  State  Legislature  to  deins- 
titutionalize, to  get  patients  back  into  the 
communities  That's  one  part  of  the  job 
that  had  to  be  done.  The  other  part  is 
stepping  up  education.  Thecrucial  period 
for  prevention  of  mental  retardation  is 


from  the  time  of  concept  ion  through  earh 
infancy  Ideally,  every  woman,  by  the 
time  she  reaches  child-bearing  age. 
should  l>e  aware  of  the  necessity  of  ob- 
taining good  prenatal  and  permat.il  care 
And  she  should  be  familiar,  too.  with  the 
practical  aspects  ol  child  care  This  is  a 
goal  worth  shooting  for  " 

"If  mentally  retarded 
patients  are  dangerous  to 
no  one  and  they  can  live 
safely  in  freedom,  then  they 
may  do  so,  and  states  do  not 
have  the  right  to  fence  in 
harmless  people." 


Addressing  the  problem  of  rehabili- 
tation, Hamerlynck  says,  "Of  Montana 
citizens  afflicted  with  mental  retarda- 
tion, 75  to  85  percent  are  capable  of  be- 
coming self-supporting,  and  indepen- 
dent, both  economically  and  socially  if 
they  receive  adequate  services  such  as 
special  education  and  rehabilitation  " 

Referring  to  Montana's  identified 
handicapped.  Hamerlynck  estimates 
that  only  about  ten  percent  are  capable  of 
becoming  partially  self-supporting  if 
they  receive  training  and  self-care  ser- 
vices, medical  diagnosis  and  treatment, 
day-care  centers,  sheltered  workshops, 
counseling  services  and  recreational 
programs. 

Dependent  Minority.  "A  small  por- 
tion of  all  cases  remain  completely  de- 
pendent These  are  people  who  are  se- 
verely impaired,  and  who  require  close 
supervision,  medical  observation  and 
personal  care  on  the  round-the-clock 
basis  in  residential  or  specialized  day- 
care facilities,"  Hamerlynck  says. 

One  of  the  primary  areas  of  preven- 
tion that  the  American  Medical  Society 
on  Alcoholism  is  advocating  strongly  is 
new  research  which  has  shown  that  an 
alarming  number  of  thalidomide-type 
babies  are  being  born  to  mothers  who  are 
heavy  drinkers,  and  retarded  infants  to 
moderate  drinkers 

Dr  Melvm  Johnson.  Missoula,  a 
member  of  the  AMS  A,  says  that  a  revival 
of  interest  in  the  existence  of  what  doc 
tors  call  the  fetal  alcohol  syndrome  has 
come  about  because  of  the  frightening 
number  of  births  of  hrai  n-damaged 
babies 

The  relationship  of  a  mother's  al- 
cohol intake  to  the  weight,  general  physi- 
cal condition,  and  mortality  rates  of  in- 
fants was  noted  in  early  Greek  and 
Roman  times,  but  probably  the  most 
elaborate  early  reference  to  hazardous 
drinking  was  made  by  eighteenth  cen- 
tury British  physicians  who  reported 
that  "weak,  feeble  and  distempered  chil- 
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dren"  were  the  result  of  debauchery. 

Modern  medicine,  says  Johnson,  has 
known  about  the  fetal  alcohol  syndrome. 
but  paid  relatively  little  attention  to  it 
until  1973  when  the  University  of 
Washington  School  of  Medicine.  Seattle, 
released  some  startling  study  findings 
Dr  James  W  Hanson  reported  clinical 
evidence  that  alcoholic  mothers  often 
bear  children  with  a  host  of  birth  defects 
such  as  skull  and  facial  deformations, 
missing  ears,  arms,  legs,  defects  in  the 
cardiovascular  system  and  mental  and 
physical  retardation. 

Drinking  Restrictions.  According 
to  Johnson,  of  Missoula,  it  now  appears 
that  even  moderate  drinking  during  pre- 
gnancy is  extremely  hazardous  to  the 
fetus 

"The  effect*  appear  to  be  what  we 
doctors  call  dose-related,  and  show  up  in 
infants  whose  mothers  have  consumed  as 
few  as  two  or  three  ordinary  cocktails  per 
day."  Johnson  says 

Since  the  Washington  study,  many 
others  have  been  done.  Johnson  points 
out.  which  underline  the  dangerous  na- 
ture of  drinking  while  carrying  a  baby 

"At  a  recent  session  on  fetal  al- 
coholism sponsored  by  the  National 
Council  on  Alcoholism,  it  was  reported 
that  the  University  of  Washington  Medi- 
cal School  team  had  evaluated  41  addi- 
tional cases,  beyond  those  discovered  in 
their  initial  study,  and  had  come  into 
contact  with  37  other  cases  of  the  fetal  al- 


"The  effects  of  alcohol 
show  up  in  infants  whose 
mothers  have  consumed  as 
few  as  two  or  three  ordinary 
cocktails  per  day." 


cohol  syndrome  In  a  study  of  82  births  at 
Boston  City  Hospital,  researchers  disco- 
vered that  of  nine  babies  born  to  heavy 
drinking  mothers,  only  one  was  normal 
A  physician  in  Nantes.  France  —  where 
alcoholism  is  endemic  —  has  detailed  125 
cases.  And  at  least  19  children  have  been 
identified  by  the  Developmental  Dis- 
abilities Division  in  eastern  Montana  as 
being  "developmentally  delayed  due  to 
the  fetal  alcohol  syndrome  at  birth.  De- 
termination of  these  cases  was  made  by 
meticulous  checking  of  the  medical  re 
cords  of  the  parents  of  the  affected  chil- 
dren 

The  studies  in  Seattle.  Boston.  Fr- 
ance, and  others  currently  being  pur- 
sued, are  backed  up  by  animal  research, 
which  shows  that  ethanol.  the  intoxicat- 
ing ingredient  in  liquor,  produces  birth 
defects  in  chicks  and  rats 

According  to  Johnson,  studies  of  the 
fetuses  of  alcoholic  mothers  reveal  that 
ethanol  easily  crosses  the  placenta  from 
mother  to  child 

Alcohol  Breath.  There  are  abun 
dant  reports  that  the  amniotic  fluid  that 


surround-  b.ibies  ol  hea\  v  drinking 
mother-,  smells  of  alcohol,  says  Johnson 
As  one  example,  he  refers  to  a  case  ex 
aminetl  1>\  the  Seattle  investigators  who 
re  port  eil  a  baby  horn  Lei  an  alcoholic 
mother  .i>  having  a  distinct  I  \  had  alcohol 
breath  as  it  emerged  Iroin  the  womb 
Another  baby  was  in  worse  shape  When 
delivered  his  blood  contained  an  ethanol 
level  of  150  milligrams  per  100  milliliters 
—  equivalent  to  the  alcohol  level  in  an 
adult  who  has  consumed  about  a  fifth  of 
whiske> 

Johnson's  own  personal  experience 
with  the  fetal  alcohol  syndrome  has  com- 
pelled him  to  issue  this  warning 

"Alcohol  is  definitely  dangerous  to 
the  fetus  immediately  during  and  after 
conception,  even  in  moderate  amounts 
We  have  no  idea  as  to  the  number  of  chil- 
dren who  are  being  born  mentally   re- 


"At  least  19  children  in 
eastern  Montana  have  been 
identified  as  developmen- 
tally delayed  due  to  the  fetal 
alcohol  syndrome  at  birth." 


tarded,  with  brain  damage,  as  a  result  of 
their  parents  drinking  habits  It  is  safe  to 
say  that  l; te rally  thousands  of  children 
are  being  stigmatized  by  tne  fetal  alcohol 
syndrome  They  may  account  for  the  sig- 
nificant percentage  of  the  unknown 
causes  of  mental  retardation 

"While  we  don't  know  how  alcohol 
leads  to  this  defect,  which  in  extreme 
cases  can  he  fatal,  we  have  seen  enough 
victims  of  the  syndrome  to  justify  warn- 
ing prospective  mothers  to  stop  drinking 
if  they  plan  to  become  pregnant,  and  to 
seriously  consider,  if  they  are  heavy 
drinkers,  or  are  addicted  to  alcohol  while 
they  are  pregnant,  having  abortions " 

Abstinence  Advised.  "We  are  talk- 
ing about  alcohol  as  a  teratogen,  a  mons- 
ter maker  in  lay  language  No  woman 
wants  that  responsibility."  Johnson  says 

Dr  Johnson  takes  some  comfort  in 
the  fact  that  most  women,  when  warned 
of  the  possible  consequences  ol  drinking 
while  pregnant,  usually  stop,  but  often 
not  stton  enough 

"I  know  ol  a  mother  who  burst  into 
tears,  when  she  related  an  incident  with 
her  son  Her  child  was  nine  years  old  and 
was  a  victim  of  her  earlier  drinking  She 
said  to  me.  'Jimmy  asked  me  today  why 
he  was  different  from  other  kids  1  told 
him  1  had  been  a  heavy  drinker  during 
the  time  I  earned  him  Oh.  mother,  he 
said. you  -houldn't  have  done  that1'  " 

The  research  on  the  fetal  alcohol 
svndrome  is  moving  along  now  Other 
promising  areas  of  research  hold  some 
promising  results  for  heading  off  mental 
retardation 


Presently  being  pursued  are. 
Chromosomal  studies  that  may  >hed 
light  on  the  causes  of  Down's  Syndrome 
mongolism'  which  effects  one  nut  of 


"We  are  talking  about 
alcohol  as  a  teratogen,  a 
monster  maker  in  lay  lan- 
guage. No  woman  wants 
that  responsibility." 


every  600  children  born 

A  great  many  projects  in  genetics  are 
beginning  to  reveal  the  transmission  of 
hereditary  defects  as  well  as  the  relation- 
ships of  DNA  and  RNA  to  the  concurr- 
ence ol  genetic  abnormalities 

Handicap  Testing.  The  National 
Institute  of  Neurological  and  Com 
mumcative  Disorder*  and  Stroke  has 
identified  the  weakened  or  missing  en- 
zyme in  three  inborn  errors  of 
metabolism  Two  cause  mental  retarda- 
tion: Gaucher  s  disease  and  Nieman-Pick 
disease,  one  causes  a  fatal  kidnev  ail- 
ment and  neurological  and  ophthal- 
mological  etTecls  —  Fabry's  disease  Im- 
proved tests  have  been  developed  to 
diagnose  these  disorders,  and  in  some 
cases  to  identify  carries 

A  simple,  quick  blood  test  for  diag- 
nosing German  measles  ■  rubella1  should 
help  prevent  mental  retardation  for  that 
cause  The  German  measle  vaccine  is 
strongly  recommended  for  all  boys  and 
girls  between  the  ages  of  one  year  and 
puberty  to  reduce  the  possibilities  of  pre- 
gnant women  being  exposed  to  the  dis- 
ease 

There  is  the  discovery  that  toxop- 
lasmosis and  salivary  gland  infections 
may  outrank  German  measles  as  a 
hazard  to  the  unborn  children  of  pre- 
gnant women 

A  single  injection  of  Rh-0  Immune 
Globulin  serum,  within  72  hours  after  de- 
livery or  miscarriage  of  an  Rh  positive 
baby  will  prevent  an  Rh  negative  mother 
from  developing  sensitization  thai  can 
cause  severe  mental  retardation  in  sub- 
sequent babies 

A  new  program  b\  the  United  States 
Cerebral  Palsy  Association  has  been 
launched  to  investigate  the  relationship 
between  premature  hirth.  mental  retar- 
dation, and  cerebral  palsy 

And  a  test  is  being  developed  that 
mav  pinpoint  those  person^  whose  sys- 
tems seem  to  retain  residues  of  alcohol  lor 
up  to  28  days  While  not  yet  determined, 
the  test  may  have  a  diagnostic  value  for 
women  who  plan  to  become  pregnant  as  a 
warning  that  they  are  particularly  sus- 
ceptible to  ethanol  toxicity  The  te-t. 
when  perfected,  would  not.  however,  take 
away  the  injunction  of  women  planning 
pregnancies  to  stop  drinking 
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